both the United States and the United Kingdom (Department of Health, 2015; Gerteis et al., 2014) . In a growing and aging population, improvements in service quality, efficiency, and cost will increasingly present challenges for people with chronic conditions, their families, and health care providers (Sav et al., 2015) .
Evidence suggests that chronic conditions in early life can affect an individual's health and well-being across the life-course (Mock & Arai, 2010) . In 2010, it was estimated that half of Americans had at least one chronic condition, with a third living with multiple chronic conditions (Gerteis et al., 2014) . These figures have undoubtedly grown since then, and fail to account for the family members who care for relatives living with a chronic condition. One person's chronic condition can impact on the health and well-being of the entire family (Golics, Basra, Salek, & Finlay, 2013) , and it is evident that family relationships can have health promoting effects (Seeman, 2000) . Yet, health and social care in health systems around the world still do not fully reflect this family-focused approach to health, failing to acknowledge the reality of living with chronic conditions.
In 2013, the Chief Medical Officer in the United Kingdom urged health professionals to think "family at every interaction," to centralize family health and well-being to multiprofessional practice (Department of Health, 2013) . Indeed, when a young person is diagnosed with a chronic condition, one of the first priorities is to commence treatment as soon as possible. For everyone involved, it is assumed that the treatment prescribed will be safe and effective, based on evidence and, of course, the individual needs and concerns of the young person and their family. In reality, particularly within pediatrics, the prognosis can be uncertain, and it can be difficult to identify the best treatment for young people, simply because the evidence is ambiguous (Douglas, 2014 ). Yet, young people and their families may not be aware of this, because it is not communicated to them. While health professionals may find such conversations difficult, they are unequivocally important, as they encourage young people and their families to think about research, and the positive impact that research can have for them, and for future generations. In a meeting of patient and family representatives living with musculoskeletal diseases, individuals identified a number of perceived barriers which hindered their participation and involvement in research (Douglas, 2014) . These included the following:
• • a lack of information provided to young people and families about research; • • a general lack of awareness about research among young people and their families;
• • confusion about where young people and their families can access research, and how they would get involved; • • perceptions that health professionals were too busy to discuss research;
• • a lack of time or no opportunity to ask health professionals about research during clinical appointments; • • fear about the uncertainty of research and the impact of research on the health and well-being of young people (particularly related to pharmacological trials); • • the impact of research on a young person's schooling;
• • the impact of research on a young person's symptoms; and • • time commitments, both for young people and their families.
Furthermore, there remains confusion among young people and their families about the different research opportunities available to them. Many individuals associate research with participation, failing to acknowledge that young people and their families also have the opportunity to engage and get involved with research, without physically participating in the research itself. While we, as a community, continue to raise awareness and encourage young people and their families to get involved in research, we must also inspire researchers and health professionals to actively involve people in their research, at every opportunity.
The Spectrum of Participation, Engagement, and Involvement in Research
Patient and public involvement in health and social care research is an important and increasingly recognized component of robust and rigorous research (Walker, 2014) . However, the traditional research environment is not always receptive and inclusive to such modern ways of working, where the expertise of patients and their families is recognized, embraced, and embedded throughout research. Historically, the terms consultation, collaboration, and user-controlled were used to describe different levels of involving patients and their families in research. However, as patient and public involvement in research has moved forward and away from tokenistic relationships, approaches for effective patient and public involvement have evolved to encompass participation, engagement, and active involvement in research (National Institute for Health Research [NIHR], 2017a).
On the whole, there is a relatively poor understanding among researchers, and members of the public alike, as to what "patient and public involvement" in research actually is, and how it can enhance the quality of research (Staniszewska & Denegri, 2013) . Therefore, it is helpful to clearly define different research activities that patients and their families undertake, to add context to these different approaches. Participation is where people take part in a research study, as a "participant." For example, when people are recruited to a clinical trial, or are asked to complete a questionnaire. Engagement is where information and knowledge about research is provided to patients, their families, and members of the general public who are not physically invited to participate in research as defined above. Some examples of engagement activities include attendance at science festivals, hospital open days, and raising awareness via print, broadcast, and social media. Then, there is involvement, where patients and their families are actively involved in research projects as partners. Some examples of involvement activities include prioritizing research questions, trial management group membership, conducting interviews with participants, co-authoring manuscripts, and speaking at conferences (Walker, 2014) .
Getting It Right First Time
All health research should meet the needs of patients and their families. Involving patients and their families in research is a requirement for many funders, both private and public (Mavris & Le Cam, 2012) . The stage at which patients and their families are involved in research is largely dependent on the academic or clinical researchers responsible for the project; however, involvement should begin at the earliest opportunity, ideally with patients and their families taking a leading role in prioritizing and identifying research topics of importance to them . Unfortunately, patients and their families are not always involved in the earlier stages of research, and are often are only consulted during the latter part of the design phase, a point in the research where the research questions and project objectives are finalized. Involving patients and their families in those earlier stages in the research process is where we should be increasing our attention, to conduct research that truly addresses the unmet needs of the people living with and caring for those with health conditions.
In the United Kingdom, the James Lind Alliance, funded by the NIHR, brings together patients, their families, and health professionals in priority setting partnerships, to begin the prioritization of research (James Lind Alliance, 2017). Together, they identify the top 10 treatment uncertainties for a given disease area. This approach to involving patients and their families in research is somewhat novel, and has transformed the way that patients are involved in identifying research areas. However, there are mixed attitudes about the number of patient-prioritized research questions advancing to research proposals, as the research arena is indeed competitive and unfortunately, many topics are predetermined by institutional and industrial consortiums and funders, who have their own priorities that may not necessarily reflect the genuine unmet needs and concerns of patients and their families.
Values and Principles of Involving Patients and Their Families in Research
In essence, there are six core values and principles which are undoubtedly necessary for patients and their families to be truly involved in research. These are as follows:
Each of these values should be assimilated into the relationships formed between patients, their families, and researchers (NIHR, 2014) . Respect is a fundamental aspect of any type of relationship, and so it is important that patients, their families, and researchers respect each other for their individual skills, experiences, and abilities. In addition, it is important to support researchers, patients, and their families, enabling appropriate and timely access to learning and development opportunities. Researchers should be adequately supported and trained in methods and approaches to inclusively involve patients and their families, while patients and their families should have access to training that will facilitate and maximize their involvement. In addition, patients and their families are contributing their time and energy to research, and so they should feel that they are personally rewarded for their work, which is not necessarily a financial recompense. There are many ways in which patients and their families can be rewarded and recognized for their contributions. Unassuming actions, such as invitations to co-author manuscripts and present at conferences, as well as receiving a simple thank you, can have a significant impact on the relationship that researchers build with patients and their families. In turn, these opportunities for learning and development are likely to improve the quality of the shared contributions that patients and their families make toward research, now and in the future.
Researchers and their organizations must be transparent with patients and their families, engaging in open dialogue about the purpose of the research, scope for the project, and expectations of all members of the research team. Researchers should provide clear information to patients and their families about their role and input from the offset. In return, patients and their families are encouraged to be transparent about their ability to contribute, and the personal perspectives they bring to the research project. Researchers should also make every attempt to incorporate the views of patients and their families into research, recognizing the expertise of every individual, setting aside hierarchical positions of control which once dominated the patient-professional relationship (Lieber, Kim, & Volk, 2011) .
Research should never be restricted to the "research community"; it must be open and easily accessible to all individuals, without discrimination. Research, therefore, has to be diverse, as it is everyone's business. Consequently, this means that everyone involved in research is accountable. Researchers and organizations have policies in place regarding the governance of patient and public involvement in research, and are accountable to public members who are involved in research, while patients and their families remain accountable to researchers and other patients and families whom they endeavor to represent in research.
Why We Should Bother to Involve Patients and Their Families in Research
People who are directly or indirectly affected by research have a right to say what research is undertaken and the way in which it is performed (NIHR, 2017b). Every individual is an expert in their own right, and accepting that each individual in a research team, including patients and their families, has skills and knowledge to deliver robust, evidence-based research is what we as the family-focused health community should aspire to achieve. By empowering people who use health and social care services through research, we can provide a course for influencing change, improving the issues which concern people the most. As a result, people who use these services may improve their condition-specific understanding, which, in turn, can positively influence their self-and shared-management skills. This positive aspect of research participation and involvement is often overlooked, but should not be underestimated.
In a recent report commissioned by the U.K.'s Chief Scientific Officer, the NIHR emphasized that research without evidence of patient and public involvement would be considered "flawed" (NIHR, 2015) . You may be the expert in your research or clinical area but unless you live with or care for somebody with a condition, you can never fully appreciate the impact of a given condition and accompanying treatment on daily life. It is only when we bring together patients, their families, health professionals, and researchers that we can fully develop person-and family-centric care that will improve the lives of people in the future.
Ways to Involve Patients and Their Families in Research
Getting started with research can often be challenging, from defining the aims and objectives of research to refining your methods. Similarly, many researchers who are passionate and enthusiastic about involving patients and their families in research have the best intentions to do so; however, they are unclear about where to start, and how to identify such individuals, other than through personal connections. Fortunately, there are many existing groups around the world which bring together patients and their families to have a voice in health research and innovation. Within the pediatric community, the International Children's Advisory Network (iCAN) unites young people's advisory groups (YPAGs) around the world (Table 1) . In doing so, iCAN enables YPAGs to work locally in partnership with hospitals and communities, providing a platform for collaboration across the network (iCAN, 2017). Researchers can approach country-specific YPAGs or the global iCAN network to engage young people and their families in research. Recently, a European consortium under the iCAN consortium, called eYPAGnet, was established to unite YPAGs from England, France, Scotland and Spain.
Evolving and Novel Ways to Collaborate and Utilize Real World Data
All too often, researchers unintentionally "reinvent the wheel," simply because they are unaware of how others have involved patients and their families in research. In addition, many researchers have not established partnerships with external organizations and individuals with the knowledge and expertise to deliver interdisciplinary, multi-stakeholder, family-focused research, and so rightly, this concept may seem difficult and unattainable. However, thanks to the introduction of academic journals such as Research Involvement and Engagement (BioMed Central, 2017) and Research for All Journal (National Co-Ordinating Centre for Public Engagement, 2017); discussions are increasingly stimulated about the effectiveness of involving patients and their families in research, enabling the entire community to learn from each other. Social media has also enabled shared learning and new opportunities for patients, families, health professionals, and researchers to network and collaborate-a tool which 10 years ago would have been unimaginable (Bell, 2017) . Online patient support groups have surged in popularity in recent years, evolving from unassertive meetings of people with the same condition to global communities who are active 24 hours a day, 365 days of the year (Armstrong, 2016) . Through the sharing of experiences, patients and their families have found these platforms to be enormously helpful on the whole, enabling them to feel empowered to self-manage their conditions in partnership with their families and health professionals (Berwick & Steel, 2017) . Similar web and mobile platforms, such as PatientsLikeMe, are enabling patients and their families to be actively involved in their own care, thus empowering them to take control of their health and contribute their data to reform the future health and well-being of patients (PatientsLikeMe, 2017) . Jamie Heywood, Co-founder and Chairman of PatientsLikeMe, perfectly summarizes the shift that we have seen, and continue to see, in empowering patients and their families through research: "We started with the assumption that patients had knowledge we needed, rather than we had knowledge that they needed. We didn't have the answers, but patients had the insights that could help us collectively find them." PatientsLikeMe have already made significant steps in helping researchers reduce the length of time required to develop new treatments. In 2011, the network refuted the results of a clinical trial that claimed lithium carbonate could slow the progression of amyotrophic lateral sclerosis (ALS), publishing results of their patient-initiated observational study in Nature Biotechnology which revealed, thanks to the social network of patients living with ALS, that off label use of lithium had no observable effects on disease progression. Interestingly, these results were revealed prior to the formal follow-up trials of enrolled patients, signaling a supplementary use of realworld data to support decision making alongside randomized controlled trials (Wicks, Vaughan, Massagli, & Heywood, 2011) . Similarly, since 2016, data which patients and their families share via PatientsLikeMe have informed the Food and Drug Administration about side-effects to drugs once they are commercially available in the United States (Gebelhoff, 2015) . These are just a few examples of how patients and their families have waved goodbye to the archaic patient-professional dyad, in exchange for social health, inspired by peer-support, shared health decisions, and a shift to care focused on the family, not just the patient.
Conclusion
With so much to do, it is clear that we have got a long way to go until we universally foster family-focused care and research which is not only efficacious, but realistic, practical, personalized, and cost-effective. As we move forward in developing family-focused care, widespread adoption of a family systems perspective that incorporates family system constructs and understands patients with feelings and emotions will influence the way that patients and their families live with chronic conditions. In addition, this approach could transform the way in which health and social care services deliver collaborative and integrated care informed by evidence-based research conducted with patients and their families as equal partners. In parallel, we need to develop evidence-based teaching practices of health professionals and researchers. A research culture must be embedded into undergraduate and postgraduate teaching of nurses, allied health professionals, junior doctors, and health science researchers, whereby research involving patients and their families as equal partners is an integral part of their learning experience. Finally, we need to go to further lengths to demonstrate and disseminate the findings, benefits, and challenges of inclusive family-focused research-to patients, their families, health professionals, and the wider community, making the dream a reality in society.
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